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ABSTRACT

Preparation for Caregiving by Parents of Chi ldren with Di sabilities:
An Exp loratory Study

by

McArthur Hafen Jr. , Master of Science
Utah State University , 1999

Major Professor: Dr. Silvia Sorensen
Department : Famil y and Human Development

Older adults who provide care for an adult child wi th a disability have rarely been
cons idered in the planning and preparation literature. As they grow older, these adults
face the challenge of arranging care for their dependent children and for themse lves. Thi s
study investigated influences on planning fo r one's own future care.
Results indicated that parents who pre pared for their adult chi ld' s future care were
more likely to prepare for their own care. When compared to adu lts without a dependent
ch ild, parents caring for an adult chi ld with a disability were equall y li ke ly to pian for
the ir own futu re care.
(62 pages)
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C HAPTER I
INTRODUCTION

The increase in the aging popul ation and the uncertainties of soc ial security
benefits have led to a growing perception that it is necessary fo r older adu lts to plan ahead
for their fut ure we ll-being. In particular, planning fo r future long-term care needs has
received increasing attention in the research li terature (Campbell & Essex, I 994; Hirsch,
1996 ; Sorensen & Zarit, 1996). Most of thi s literature has focused on o lder adul ts whose
children are grown and independent.
A sig nificant subgroup of older ad ults, namely those who have children with
disabiliti es, has rarely been considered within the co ntex t of the plarming and preparation
literature. As they grow o lder, these adults may face the double chall enge o f securing
adeq uate future care for their dependent children, as well as coping with increasing fra ilty
and arranging acceptable lo ng-term care for themse lves. Being ex posed to such dual
stressors may place these indi vid uals at hi gher ri sk for negative o utcomes, such as greater
health risks, becoming victi ms of neglect or abuse, and engaging in abusive or neglectful
behaviors themselves.
Preparation for care has been defined in numerous ways, such as "a series of
preparatory behaviors: anticipatory, deci sion mak ing, concrete planning, and rol e
soc iali zation " (Sorensen, 1998, p. 500), and a process which may include becoming
aware, avo iding awareness, gathering information , deciding preferences , and mak ing
concrete plans (So rensen & Pinquart, 1999). Research has shown that maki ng
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pre parati ons for futu re care may be beneficial. For example, for caregivers pl anning for
future caregivi ng may alleviate feelings of burden (Barber, 1988) and have long-term
health benefits (Sorensen, 1995). In a qualitative study of older adults, Sorensen,
Pinquart, and Benson (1997) fou nd that planning for future care helps sen io rs cope with
an uncertain future , benefit s potential helpers, and helps cope with present health
problems. In addi tio n, seniors who have prepared feel more satisfied w ith their famil y's
planning efforts (Sorensen & Zarit, 1996).
Some facto rs whi ch may influence preparations fo r future care are resources and
vulnerabilities (Aspinwall & Taylor, 1997; Sorensen & Pinquart, 1998). Reso urces may
be defi ned by time, money, and soc ial netwo rk (Aspinwall & Taylor, 1997).
Vulnerabiliti es may include physica l health limitations and advanced age (Sorensen &
Pinquart, 1998). Greater famil y resources and being more vulnerabl e are positi vely
associated with making plans for one's own future care (Sorensen & Pinquart, 1998).
However, research on parents' pre paration for the future care of their son or
daughter wi th a di sability, typi cally, has focu sed on the content of plans, such as
residential , fin ancial , and emotional plans that parents hold for their adult children (Hell er
& Factor, 1991 ), rather than process variables such as becoming aware, avoiding
awareness, gathering information , deciding preferences, and making co ncrete plans
(Sorensen & Pinquart, 1999). At thi s time, it is unknown how parents providing care for
an ad ult son or daughter wi th a di sability go about preparing for thei r child 's future care.
In addition , even less is known concerning parents ' plans for their own future
care. To date, research has not assessed the plan s for future care needs, whether process

or content, of parents provid ing care fo r a so n or daughter with a disability.
The present study, there fore, investi gates the extent to whi ch adults caring fo r
children with di sabilities have prepared for their child 's as well as their own future care
needs, and how these two preparati on tasks are related. In addi tion, further investigations
evaluate the extent to whi ch planning for the future is predicted by resources avail abl e to
these ad ults and the vulnerabil ities they experience.
More specifically, the research questions are :
I.

To what ex tent do parents of children with di sabilities engage in preparation for

their o wn future care?
2.

Do parents providing care for a son or daughter with a di sability di ffer in pl arming

fo r their future care when compared to adults without dependent offspring?
3.

Is there a relatio n between parents' li ke lihood of planning fo r thei r own future

care and parents' likelihood of planning for the future care of their children w it h
d isabiliti es?
4.

Do parents' access to resources and presence of vulnerabiliti es predict parents'

preparations for their own future care?
5.

Do parents' preparations for the future care of their son or daughter w ith a

disability predict parents ' preparati ons for their own future care?
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CHAPTER ll
REV IEW OF LITERATURE

Car ing for Adult Children with Disabiliti es

Ad ults wi th a mental disability are li ving longer (Griffiths & Unger, 1994; Kelly
& Kropf, 1995; Robe!1o, 1993), and are more likely than ever before to li ve wi th their
own fami lies (Griffiths & U nger, 1994; Heller & Factor, 1993). White, Lakin, and
Bru ininks ( 1989) reponed that between 1968 and 1988 the number of instituti onali zed
persons in the United States dropped fro m 195,000 to 91,000. Thi s decrease in
insti tuti onalization is due to alternative residential arrangements, particularly parents
choos ing to be primary careg ivers. Whil e placement in a residential facility continues to
be an opti on for so me parents (B lacher & Baker, 1994), famil y li ving as opposed to
instituti onal living affo rds an individual wi th a di sability increased opportuniti es to be
empl oyed, to deve lop social relationshi ps, and to become integrated in the community
(Hayden & Goldman, 1996). During middl e age of a dependent indi vidual with a mental
di sabi lity, the most com mon residentia l arrangement is coresidence wi th the individual's
parents (Greenberg , Seltzer, & Greenl ey, 1993; Lee & Dwyer, 1996).
Whi le li ving with parents allows an indi vidual with a disability increased
oppo rtunities for success, parents of ch il dren wi th mental disabilities often face a lifetime
of parental caregiving (Menge l, Marcus, & Dunkl e, 1996; Roberto , 1993). Unlike a
child 's normative shi ft from dependency on parents to self-sufficiency , an adult child
with a di sability often continues to require care from parents for a lo ng period of time
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(Hel ler, 1993). Parents of adults with developmental disabilities may provide assistance
with bathing, feeding, dressi ng, read ing, and using money (Kelly & Kropf, 1995). Thus,
Jennings ( 1987) referred to these caregivers as " perpetual parents. " As a result of
continued caregiving, many of these parents experi ence emotional , financia l, and phys ical
challenges. Aging parents providing care for children with a mental disability have more
stress and frustration than aging parents with independent children (Greenberg et al. ,
1993). Not only do parents of children with developmental disabilities experi ence unique
stressors that other parents do not, but their level of stress tends to increase when their
chi ld reaches adolescence or adulthood (Wikler, 1986).
Challenges of providing care may be influenced by characteristics of the (a) adult
child wi th a disability , (b) parent providing care, and (c) enviromnental circumstances.
Each of these chall enges wi ll be di scussed below.

Child Characteri stics
Several studies have focused on predictors of famil y stress for fami li es caring for
a child with a di sability beyond the onset o f adulthood . In these studies, the adult child's
characteristics were the strongest predictor of maternal frustrati ons. For example, type of
disability and gender of the chi ld have shown associations with stress and burden in
parents.
One common findin g concerning type of disability is that mothers of adult
ch ildren with mental retardation were less like ly to be frustrated than mothers of adult
ch ildren with mental illness (G reenberg et al. , 1993; Mengel et al. , 1996; Pruchno ,
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Patri c k, & Burant, 1996a). In contrast to parents of children w ith mental retardation ,
parents of adult children with mental illness face caregiving, which may include erratic
periods of care, social stigmata against mental illnesses, and possibl e loss of social and
leisure activities (Kelly & Kropf, 1995). Erratic caregiving demands have been associated
with hi gher levels of depression in mothers (Seltzer, Greenberg, & Krauss, 1995).
In comparison to parents of children w ith developmental di sabiliti es, parents of
children with schi zophrenia report lower well-being and lower quality of relationships
with their children (Pruchno, Patri ck, & Burant, 1996b). As children with menta l
disabilities age, they may confront so me of the diseases associated with old age such as
Alzhe imer's disease; this situation ca uses the careg iver to feel increased helplessness and
frustrati on (Noelker & Somple, 1993). Interestingly, parents with adu lt ch ildren with a
menta l illness report less stress and frustration when their child resides at home rather
than o utside the home; this is perhaps due to the parents ' increased fee lings of control as
they monitor and observe their ch ild 's behavior (Pickett, Greenley, & Greenberg, 1995).
Another predictor of famil y stress includes the dependent child's gender.
Caregiving mothers of dependent adult females were found to be more worried and
vigilant about the safety of their child than were mothers of dependent adu lt males. One
poss ibl e explanation for this findin g is that mothers of dependent adult ch ildren were
more worried about possib le sex ual abuse and pregnancy for daughters than for sons
(Fullmer, Tobin, & Smith, 1997).
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Parental Factors
Several studies have focused on parental characteristics as predictors of stress in
fami li es caring for an adult child with a di sability. Interestingly, parental age was not
fo und to be a predictor of parental stress or gratification (McDermott eta!. , 1996).
However, Seltzer eta!. (1995) reported that most individuals with mental di sabiliti es can
be expected to outlive their parents, resulting in an increase of stress when plans have not
been made.
In addition to death of the parent , Cox and Parsons ( 1994) found that mental and
phys ical health declines in old age were associated with increased stress. As they applied
thi s finding to older parents providing care for an adult child with a disability, Cox and
Parso ns ( 1994) suggested these parents are at an increased risk to experience caregiving
as stressful and burdensome.

Environmental Factors
Environmental characteristics such as availability of respite services, sibling
relationships, and level of supervision also were related to frustration and stress in parents
providing care for an adu lt child with a di sability. Regardless of diagnosis, reduced
frust ration for mothers was associated with out-o f-home day programs and employment
of the ad ult child with a di sability (Greenberg eta!. , 1993). Heller and Factor (1993)
found that any type of support resource reduced caregiving burden experienced by
parents. Also, parents of children with di sabilities expressed frustration and anger
because of a lack of socia l resources (Mengel et a!., 1996).
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Further, maladapti ve behaviors, poor sibling relationships, and fa ilure to believe
that a nond isabled sibling wou ld eventuall y care for the child were associated wi th hi gher
leve ls of burden in mothers (Pruclmo, et al. , 1996a). Add itionall y, the level o f supervision
requi red, the leve l of caregiv ing prov ided , and the number of services needed by the adult
with a d isab ility were positively re lated to stress experienced by fa mili es (Hayden &
Go ldman, 1996).

Rewards of Providi ng Care
A fai rly bleak picture of stress and burden has been painted to this po int ; however,
providing care for an adu lt chil d with a mental illness or mental retardation may have
benefits as well. Fullm er et al. ( 1997) fo und that dependent adult females w ho did not
participate in out-of-home day programs remained at home performing househo ld tasks,
thus providing assistance to their mothers. Moreover, Greenberg ( 1995) fou nd that 97%
of chil d ren with a mental ill ness provided some instrumental or emoti onal assistance to
their parents; in fact, the majori ty of these children's mothers rated their chil dren as
prov id ing a substantial amount of assistance.

Parents' Pre paration for the Future Care of Their Adult Child with a Di sability

Regardl ess of whether they feel stressed or fru strated, aging parents o f children
with a di sability face uni que chall enges. As they age, the demands of their children ' s
ongo ing needs may confli ct with their own growing need for assistance. Thi s is re fl ected
in studies comparing older and younger parents caring fo r children with a d isability.
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Compared with younger families, o lder families are more li kely to report hi gher levels of
stress related to finding necessary services for their child (Hell er, 1993). A lso, parents
report fee ling indecision and ambivalence about the future care of their child wi th a
di sab ili ty (Roberto, 1993) . This may be due to the fac t that agi ng parents face the
possibi lity of needing personal assistance as they age, while continuing to provide and
possibly prepare for the future care of their dependent adult ch ildren (Mengel et al. ,
1996). Kaufman, Adams, and Campbell (199 1) noted that, unfortunately, many parents
who become incapacitated or die have no concrete pl ans for the future care of their son or
daughter with a disabi li ty.
The fo llowing di scuss ion w ill focus on those parents who do plan for the future
care of thei r children with disabi liti es. Aging parents prepare for their dependent
ch ildren's future care primarily in three different ways: residenti al decisions, financial
arrangements (Heller & Factor, 1991 ), and social and emotional co ncerns (Brubaker &
Brubaker, 1993).

Residential Plans
Primaril y, parents of adult individual s with mental disabilities, who made
res id enti al plans for their chi ldren, chose one of two options: placement with a family
member or placement in an out-of-home institutional setting (Seltzer et al. , 1995). A
discussion of both types of placement fo llows.
The most common residential plans are for a sibling, usuall y a sister, to continue
provid in g care (Griffiths & Unger, 1994; Heller & Factor, 1991). Typi cally, the sibling
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who continues caregivin g in the absence of a parent is older than the adult wi th a
di sabil ity, lives close to the fami ly, and has at least weekly contact with the indi vidual
with a disability (Roberto, 1993). One of the major determinants of placing an adu lt chi ld
wi th a mental disability with a fami ly member is the adult child ' s physical capabilities ;
the more physically able a dependent adult is, the more likely a family member, other
than the parents, is willing to allow them to live in hi s or her home (Griffiths & Unger,
1994). In addition, being diagnosed with a developmental disability (rather than, e.g., a
mental il lness li ke schizophrenia), exhibiting fewer maladaptive behav iors, and reporting
better quality of relationships between disabled and nondisabled siblings were predictive
factors for a sibling with a disability eventuall y li ving wi th a nondisabl ed sibling
(Pruchno et al. , 1996a).
Whereas parents, in general , may prefer their dependent children to live with a
sibling, placement of a dependent child in an institution is an opti on for some parents
(Blacher & Baker, 1994). Roberto (1993) reported that some parents expected
governmental services to provide forma l care for their child wi th a disabi lity. Mothers of
sons or daughters with mental disabi lities report basing residential choices on their chi ld ' s
fun ctional abilities; lower functi oning individuals require more personal care and are
more likely to live in an institution (Fullmer et al. , 1997). Similarly, Griffiths and Unger
( 1994) found that adults with more seri ous physical disabilities were more li kely to be
placed in an institution by their parents than were adults with less serious limitations.
However, parents who chose an institutional setting for their child genera lly did not wish
their child to begin li ving in an institution until after thei r death (Heller & Factor, 199 1).

II

Blacher and Baker (1994) found that pressures to place a child in a residential facility
built up over time ; the maj ority of parents in the study cited a gradual build up of stress
fo llowed by an event such as deteriorating health of the child or parent, financial distress,
or marital challenges that led to placement of their child in a facility .
Prevalence of parents' planning for the residenti al arrangements for their children
with disabiliti es varies among different studies. For example, Brubaker and Brubaker
( 1993) found that 66% of parents made residential plans. ln contrast, Heller and Factor
( 199 1) found that only one third of aging parents, 63 and over, made co ncrete residential
arrangements fo r their dependent adult children. Even less optimisti c than Heller and
Factor ( !991 ), Blacher and Baker ( 1994) found only 23% of parents had made any
inquiries about faci liti es one year prior to placement of their child . Differences of
reported results may be explained by differences between samples in parental age and the
measurement of residenti al planning. As a result of a lack of planning, many adult
children with disabiliti es were forced to li ve with a sibling who was poorly prepared to
assume caregiving responsibilities (Griffiths & Unger, 1994). Many individuals may also
be transferred to an inadequate institutional setting (B lacher & Baker, 1994; Hell er &
Factor, 1991) as a result of poor planning.

Financial Plans
While only one third of fam ilies were found to have made concrete residential
plans, Heller and Factor ( 199 1) found that about half of the parents in their sample made
financ ial plans for their children with a mental disability. Brubaker and Brubaker (1993)

12

found that parents wo rri ed abo ut their chi ld' s fu ture fin ances; as a result, 80% of parents
in their sample had made financ ial plans. Parents who made financial plans were most
likely to will money to a relative without a disability with the intent that the specific
relative wou ld provide care for the adu lt son or daughter with a disability (He ll er &
Factor, 1991). Less frequent option s chosen by parents were trusts or directl y wi lling the
money to their dependent children (Heller & Factor, 199 1). Kelly and Kropf ( 1995)
suggested that increased availability oflegal servi ces and estate planni ng would assist
aging caregivers in planning their child ' s financial well-being.

Pl ans for Social and Emotional Well-Being
Typically, social and emotional planning have been neglected in the research to
date. Brubaker and Brubaker (1993) found social and emotional welfare of adu lt chi ldren
with a menta l disability was of greatest concern to parents. However, parents re ported the
least planning in this area. Consistent with thi s finding , Blacher and Baker (1994) fou nd
that most parents did not pl an for placement of their child in an institution, but those who
did re ported the main factor in settling on a specific faci lity for their child with a
di sability was staff competency and compass ion.

Parents' Preparation for Their Own Personal Care

While preparing for the future welfare of a child with a di sability. aging parents
may face the need to prepare for their own future care needs as well (Mengel et a l. , 1996).
Sorensen (1998) defined preparation for future care as "a series of preparatory behaviors:
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anticipation, decision making, concrete planning, and role socialization" (p. 500); this
series of behaviors may lead to making and implementing more concrete plans for future
care. Simultaneously preparing for one's own as well as a dependent adult chi ld may be
associated with additional stress. For example, Jennings (1987) suggested that parents
struggling with planning for their own care and their children's future care si multaneously
experience social isolation from their peers and fewer available financial resources.
However, at present, no studies concerning parents' propensity to plan for their own care
while providing and planning for the care of a dependent child exist. Thus, it is unknown
whether this group of older adults thinks about, discusses, or makes concrete plans for
their own care needs and whether they sim ultaneo usly plan for their own and their child's
future care needs . The purpose of the present study, therefore, was to investi gate the
nature of the association between and the extent to which parents ' plan for their child
with a disability and their own future care needs.

Theoretical Framework

Because of the lack of empirical results in this particular area, it is important to
turn to theory-based predictions. Accord ing to Sorensen (1998), there are two theories
that lend themse lves well to thi s discussion: rol e theory (Merton , 1966) and the proactive
coping model (Aspinwall & Taylor, 1997). First, role theory suggests that anticipatory
sociali zation occurs as an indi vidual learns of social norms and appropriate behaviors
within a situation before being in that specific soc ial situation. Thus, when an appropriate
time to engage in the specific behavior ari ses, the person knows how to act (Burr, 1973).
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It should be noted that anticipatory sociali zation was developed with respect to nonnative
ro le transitions (Merton , 1966). As such, role theory may be most applicable to
normative , expectable transitions, such as retirement.
In theory, as applied to future care, anti cipatory sociali zat ion would enab le an
individua l to look ahead at possible roles as a care receiver and, as a consequence, be
better equ ipped to adjust to those roles when that becomes necessary; however, becoming
frail is a much less certain event than the roles to which anticipatory sociali zation were
originally applicable. Needing care may occur suddenl y or not at all, as in the case of
sudden death . Therefore, learning social norms and appropriate behaviors for the
dependent role may be more difficult than role socialization for mo re pred ictable
transitions . In addition, accepti ng a dependent rol e may actually hasten decline (Baltes &
Rei senzein, 1986). In light of these co ncerns, the notion of learning appropriate behaviors
for thi s role may not be as applicable to preparing for one ' s own care as Sorensen ( 1998)
suggested.
The second theoretical model relevant to preparation for care is the proactive
coping model (Aspinwall & Tay lor, 1997). Proacti ve coping is a process in whi ch a
person accumulates resources such as time, money , or social networks, detects potential
stressors by interpreting warning signs, further defin es stressors through observing or
talking with others, implements preliminary coping strategies, and modifi es coping
efforts in response to feedback. Also, the idea that a person is better able to cope when
prepared is central to the model. Aspinwall and Taylor ( 1997) have suggested that access
to resources may enhance anticipatory coping. However, the authors allowed for the
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possibility that some situationa l appraisals may be unfavorable enough to hinder furth er
planning, labeling this event negati ve arousal. Empirical studies have found support for
the proactive coping model as applied to preparation fo r caregiving. Barber (1988) found
that preparation can prevent fee lings of burden for family caregivers , and Sorensen (1995)
reported that preparatory behaviors are associated with long-term health benefits for
caregivers. With respect to factors predisposing individuals to planning, Sorensen and
Pinquart (1998) found that havi ng greater family resources and being more vulnerable are
positively associated with making plans for one 's own future care. Consistent with the
notion of negative arousal, Sorensen and Pinquart ( 1999) suggested that individual s may
actively avoid preparing when they hold unfavorable expectations of the caregiving
si tuation .
The proactive coping model has at least one major limitation: it cam1ot be tested
unequivocally. Specifically, if a person plans as a resu lt of a triggering event, this would
constitute evidence support ing the presence of proactive coping. If, on the other hand , a
person does not plan in response to a triggering even t, this would not refute the theory,
but rather it would be possibl e evi dence of negati ve arousal. In the context of thi s study, it
is unknown whether or not the presence of a child with a disability wiil trigger proactive
coping, negati ve arousal , or neither in the parent. Ifan association between preparing for
a child 's care and planning for one 's own care ex isted , then it would sup pott the noti o n
that proactive coping is triggered by the presence of a child with a disability. If no
association ex isted, neither aspect of the model would be co nfirmed . A negative
association between planning for one' s child and planning for one 's self is more likely to
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support the notion of negati ve arousal; however, since other factors , (such as being too
busy to plan) may play a role too, negative arousal cannot be unequi vocally concluded.
For this study, the proactive coping model is superior to the role theory model
because it has sparked numerous studies and has been successfully applied to preparation
for caregiving in other contexts. Also, role theory assumes that new roles are sudden ly
acquired , which does not reflect the slow role change experienced by older adults with
slowl y increasing frailty. Therefore, this study will be embedded primarily within the
framework of the proactive coping model.

Research Questions

The present study addresses five research questions. The first question asks to
what extent parents of children with disabilities engage in preparati on for their own future
care and the care of their ad ult children with disabilities. Although littl e is known about
how parents juggle plans for their dependent children's future care and plans for their
own future care (Griffiths & Unger, 1994), there is ex isting literature concerning
preparation for care among older people without dependent adult children (Sorensen,
1998). Preparation is usually broken down into smaller steps, which are often studied
independently. For example, Sorensen and Pinquart ( 1999) described a preparation
process that involves becoming aware, avoiding awareness, gathering information,
deciding preferences, and making concrete plans. Several studies have focused on the
"becoming aware" aspects of preparation, namely anticipation.
Sorensen and Zarit (1996) reported that 73% of their subjects had anticipated their
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future care needs. Kulys and Tobin (1980) reported only 43% of their subjects had
anticipated these needs. Both studies focused on o lder adults without dependent adult
children; however, differences between samples may be explained in part by different
measures of anticipation. Thus, the prevalence of anticipation for aging parents providing
care for their dependent ad ult ch ildren is uncl ear and may depend on sample
characteri stics or measures used. Other studies have focused on concrete plans for adults.
Sorensen and Zarit (1996) reported 9% of older mothers in rural Pennsy lvania had made
concrete plans for their future household and personal care needs. Sorensen and Pinquart
(1998) found 17.2% of rural and urban Utahns, aged 65 and above, reported having
concrete pl ans for their care.
Whi le previous studies addressed the processes of planning in o lder adults, such
as anticipation and concrete plans, research concerning parents' plans for their adult
children with d isabilities has focused primarily on types of plan s such as residential ,
financial , and social, but not on process variab les. As a result, thi s study wi ll also explore
the prevalence of different levels of parents ' preparation for their adult son or daughter
with a di sability.
There are two reasons why prevalence of preparation behaviors are of interest in
the prese nt study. First, frequencies of behavior studi ed should be known before
predictive associations are studied . Second, knowing the rate of preparation in parents of
children with disabilities will assist in identifying those who may need assistance with
planning. Thus, the first step of the analyses was to assess the prevalence of parents '
anticipation of and planning for their own future care needs as well as for their adult son

18
or daug hter w ith a disability .
The second research questi o n of thi s study compares indi vidual s who have
children w ith disabilities to indiv iduals who do not have children with di sabilities with
regard to their preparation act ivities . The proactive coping model suggests (a) that the
detection of a potential stressor is important in triggering the proactive coping process
and (b) that the severity of an anti ci pated stressor would increase the likelihood of
proactive behavior (Aspinwall & Taylor, 1997). For parents in the present study , having a
child wi th a di sability and need ing to plan fo r this child may lead to the detection of an
additio nal potential stressor, namely, their own potential need for care. Moreover, the
need to plan for both onese lf and one's dependent chil d may increase the severity of the
stressor. Thus, parents who have children with disabi lities should be more likely to
prepare for their own future care than parents who do not have a child with a d isability.
However, the proacti ve coping model also all ows for the possibility that a futu re
stressful event may arouse stro ng negati ve emotions, whi ch consequent ly could inhibi t
proactive behavior. As a result of such negati ve arousa l, individuals who have both
themselves and a ch ild with a di sabil ity to plan for may also be less li kely to plan for
them selves. Thus, the second goal of this study is to determ ine whether parents who have
a chi ld wi th a disability are mo re or less likely to make concrete plans fo r themselves than
comparable adults without dependent adult children from an existing sample used in a
previous study (Sorensen & Pinquart, 1998). In add ition, the second research question
also investigates whether parents of children with disabi lities are more likely to plan for
themselves or more likely to plan for their children wi th a di sability.

19
The third research question of this study is to assess the association between the
parents ' likelihood of planning for their own care and the likelihood of preparing for the
future care of their own children. The focus here is on the unique situation aging parents
of children with a disability face: parents need to plan for their own care wh ile also
making plans for the future care of their dependent adult chi ldren. Existing research does
not provide any information about the association between plans for care of one's se lf and
one ' s son or daughter with a disability. As mentioned above, the proactive coping model
suggests that detection of a potentia l stressor is an important stage in the coping process
(Aspinwall & Taylor, 1997).
In the context of this study, higher levels of active preparation for future care of a
dependent adult child (by gathering information, deciding preferences, and making
concrete plans) could enhance parents ' detection of an additional potenti al stresso r: their
own future need for care. As such, the detection of this stressor mi ght spark proactive
copi ng, thus enhancing the probability of planning for their own care. ln contrast,
detection of this stressor might initiate negati ve arousal, thereby inhibiting planning for
their own care and focusing solely on the care of their child. Thus, it is the third objective
of this study to assess the assoc iation, positive or negative, between planning for one's
own care and the care of a chi ld with a disability.
The fourth research question of thi s study asks whether access to resou rces (e.g. ,
socioeconomic status and level of education) as well as presence of vulnerabi liti es (e.g. ,
physical health limitations for se lf and child and age) inOuence parents' preparations for
their own future care needs. The proactive coping model suggests that people with greater
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financial resources experience less stress and are more likely to engage in proactive, as
opposed to reactive, coping. In addition, recent empirical results (Sorensen & Pinquart,
1998) confirm that greater deficits in activities of dail y li vin g (A DL), hi gher age, and
greater access to family members predict more concrete preparation for one's own care.
Thus, it is predicted that parents of children wi th a disability are also more likely to plan
for their own care when they have higher socioeconomic status, higher level of education,
greater ADL deficits for se lf and child, and more advanced age.
V ulnerabi lities and resources not only pred ict planning for personal future care
needs, but also may predict preparation for an adult child's future care needs, and, thus be
co nfounded with this variable. To separate the direct and indirect effects of
vulnerabilities, resources , and the triggering event, preparing for the child's care, the fifth
researc h question of this study asks whether planning for one ' s dependent child's future
care influences preparation for one's own future care, above and beyond the effects of
resources and vulnerabiliti es .
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CHAPTER Ill
METHODS

Subjects

A sample of 80 adu lts who were currently providing care for their adult son or
daughter with a mental and/or physical disability was asked to participate. A 78% return
rate was obtained, yielding 62 respondents. Subj ects were recruited from a local
independent li ving center whi ch serves indi viduals with mental or physical di sabiliti es.
All subjects were from Utah, with77% living in a rural location. The majority of the
samp le was White (97%), married (76%), female (90%), and belonged to the LD S
(Mormon) religion (87%). Average monthly income after taxes of the respondents was
between $2 ,000 and $2,500. A lmost half of the subjects (45%) had graduated from
college and 17% of those co llege graduates had earned a g raduate degree (8% of the
sampl e). The average age of participants was 57 with ages rangi ng from 37 to 86.
Characteristics of the son or daughter with a disability sho w that average age was 27,
rangi ng from 17 to 56. Also, over half (67%) of chi ldren were fema le. Further details
regarding sample characteri stics arc in Table I.

Procedures

Initi al contact with parents was made over the phone. At that time, the researcher
identifi ed himse lf, described the study bri efl y, determined whether or not an adult child
with a di sability currently lived within the household , and asked if a q uestiormaire coul d

22
Table I
Characteristics of SamQie (!'-! = 62}

Variable

it

%

6
56

9.7
90.3

20
42

32.3
67.7

Ethnicity
Caucasian
Hi spanic

60

98.4
1.6

Maritai status
Married
Divorced
Widowed
Single

47
9
3

78.3
15.0
5.0
1.7

Monthly income
under$999
$1 000-$ I 999
$2000-$2999
$3000-$3999
over $4000

6
13
22
8
9

10.3
22.4
37.9
13.8
15.5

Religion
Cathol ic
Methodist
Mormon

4
I
54

6.7
1.7
9 1. 5

Gender of Parent
M

F
Gender of Child
M

F

M

SD

(table continues)
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Variable

~

%

Age of parent
45 an d under
46-55
56-65
66-75
76 and over

10
22
16
9
5

16.1
35.5
25.8
14.5
8.1

Age of adult child
20 and under
2 1-30
3 1-40
41 and over

12
32
11
5

20.0
53 .3
18.3
8.3

Years of education
under 12
12
13
14
15
16
17
18

I
17
5
8
4
13
5
5

1.7
29.3
8.6
13.8
6.9
22.4
8.6
8.6

M

so

56.5

11 .5

27 0

8.8

14.3

2.2

' Di ffere nces in number of respondents are d ue to missing data.

be sent to the home. After receiving permission to send materials, a cover letter, a se lfaddressed stamped envelope, and a copy of the questionnaire we re sent to the
participant ' s home. The cover letter explained the voluntary nature of the study and
stressed that fai lure to return the questio nnaire would not result in loss of any assistance
provided by O PTION S for Independence. After 2 weeks, 49 subj ects had responded,
yielding a 6 1% response rate. At that time, a reminder phone call was made to the
remaining 3 1 subj ects initially fai ling to return the questionnaire packet. Any questions or
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concerns we re clarifi ed and an offer to help comp lete and/or pick up the questiormaire
was made.

Descripti on of Measures

Participants were asked to complete two measures, Preparation for Personal Care
(Sorensen & Pinquart, 1999) and Preparation for Care of Dependent Disabled Offspring.
in addition , demographic information such as age , marital status, di sability of adult child ,
disability of parent, and educationa l level were coll ected. Also, parents ' and children 's
A DL limitations were assessed . Q uestions regarding demographics and ADL limitati ons
were placed between the two preparation measures .

Preparation for Personal Care

Twenty-nine items assessed whether or not the parents had made or di scussed
arrangeme nts for their own future care and/or di scussed future li ving arrangements
(Sorensen & Pinquart, !999). Specifically, questions are di vided into fi ve different
subsca les and evaluate the extent to which subj ects have (a) become aware of their future
(6 item s, a = .90), (b) avoided thinking about future care (3 items, a = .67), (c) gath ered
informati o n from both oral and written so urces (7 items, a = .93), (d) decided on ge neral
preferences for care (6 item s, a = .80), and (e) made concrete plans for personal future
care needs (6 items, a = .81 ). Jtem 29 assesses any additional plans not covered by
previous options. Each item is scored from I = not at all true of me to 5 = completely true
of me. Each of these scales has been subj ected to factor anal ysis with previous samples
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(Sorensen & Pinquart, 1999). These have shown that awareness, avo idance, and gatherin g
information readil y form single fac tors that explain between 20% (avoidance) and 55 %
(gathering information) of the variance. Deciding on preferences and making concrete
plans each formed two factors; however, because the second factor consisted of only one
item that loaded on both factors, a single-factor solut ion was used. These single factors
explai ned 41% and 44% of the variance, respectively. They also have acceptable internal
consistency in Sorensen and Pinquart's (1999) study. Within each subscale, items are
summed to create a total score. The subscales becoming aware, deciding preferences, and
making concrete plans have possible ranges of summary scores of 6 to 30; avo iding
awareness has a range of summary scores from 3 to 15. Gathering information has a
possible range of summary scores from 7 to 35. Each subscale has a possib le range of
mean scores from I to 5.
Evidence for the va lidity of the preparation scales includes that they are positively
correlated with rational decision-making style. In addition, positive correlations betwee n
preparation scales and greater satisfaction with preparation, as well as between
preparation scales and greater knowledge of serv ices, are present (Sorensen & Pinquart ,
1999).

Preparation for Care of Dependent
Disabled Offspring
No measures exist to evaluate preparati ons for caregiving of an adult child with a
disability. As a result, the Preparation for Personal Care Scale used to assess the parents '
personal care preparations was modified for assessing plans for dependent offspring. The
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only mod ifi cation was to change the subj ect of each of the items from the parent fillin g
out the questi onnaire to the ch ild with a di sab ility. Internal consistency for each of the
mod ifi ed subscales was assessed. The results are as follows: beco ming aware (ex = .76),
avo iding awareness (ex = .51), gathering informati on (ex = .89), decidi ng pre ferences (ex =
.80), and making concrete plans (ex= .86).

Analysis of Data

Research question I : To examine the first research question of thi s study, parents '
sco res on the Preparation for Personal Care and Preparation for Care of Dependent
Disabled Offspring measures were used. Frequencies and descripti ve statistics were
computed for each subscale of thi s measure.
Research questi on 2: To examine the second research question, a comparison
group was needed. Since there was no com pari son group in the des ign of thi s study, the
scores on the preparation measure were compared to scores from a sampl e of older adults
coll ected by Sorensen and Pinquart ( 1999). This sampl e was used, first, because the
authors admini stered the same measure, the Preparation for Personal Care measure, as
used in thi s study. In additi on, the samples are similar with respect to demographic
variabl es such as ethnicity (Caucasian) and religion (LOS). To compare the two groups, J
tests were used . In addition, paired! tests were used to compare the scores on the
Preparation for Personal Care and the Preparati on for Care of Dependent Di sabled
Offspring meas ures.
Research question 3: To examine the third research question, scores from the
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Preparatio n for Personal Care and Preparati on for Care of Dependent Di sabled Offspri ng
measures were used. The association between parents' propensity to plan for personal
care and the likelihood of parents planning for the future care of their child with a
di sabi lity was, first, assessed using corre lati ons.
Research questions 4 and 5: To examine the fourth and fifth research questions,
resources such as socioecono mi c status and leve l of education as well as vulnerabilities
such as ADL deficits for parents and children and age were correlated with parents'
preparatio n fo r personal care, specifically their concrete planning. Because the factors
contributing to parents ' planning may be corre lated with each other, hierarchical multipl e
regression was also used to investigate further the predictors of planning for personal
care. The dependent variable was parents' score on the concrete plmming sca le of the
Preparati on for Personal Care questionnaire. The independent variab les were entered as
blocks into the mu ltip le regressio n mode l. Spec ifi cally, the first block contained the
demographic characteristics of the respondents. The second and third blocks included the
resources and vulnerabil ities of respondents. The last variable entered was the extent of
concrete plans parents had made for their dependent child. Thus, after controlling for
background variables, resources, and vulnerabiliti es, the extent to which preparations for
a child wi th a disability accounts for variation in preparation for personal care was
assessed .
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CHAPTER lV
RESULTS

Frequencies and Means

Prevalence of parents' preparations fo r their own future care needs was assessed
in two ways. First, the mean scores on the preparation subscales, becomi ng aware,
avoiding awareness, gathering information, deciding preferences, and making concrete
pl ans, were calcul ated. These are presented in Table 2. Second, the percentage of
parti cipants who agreed "somewhat" or "completely" with statements within each
subscale was ca lculated. These resu lts are presented in Tabl e 2 as well . The focus here
will be on concrete planni ng. The mean concrete pl a1ming score of parents for thi s sample
was 16. 12 (SO = 6.34). This value indi cates that the average of scores fa ll between
" neither true nor untrue" (3) and "somewhat true" (4) responses on a 5-point scale. The
mean suggests that respondents are more likely to agree than di sagree with statements
that indi cated that they have made concrete pl ans fo r themselves. However, the
proportion of the respondents who had at least an average score of 4, indicating that they
agreed somewhat or completely with statements that they had made concrete plans about
their future care, was only 27%.
In contrast, preva lence for all but one of the other preparati on variables, that is,
becoming aware, gathering inform ation, and deciding preferences of caregiving options,
was hi gher. Specifi cally, more than half(56%) of parents providing care for an adult child
with a di sabil ity agreed somewhat or completely that they had become aware, 43 % had
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Table 2
Mean Scores on Subscales of Preparation for Personal Caregiving and Preparation for
Care o f D ependent Di sabled Offspring Measures (N

= 62)

Mean

so

%b

19.97'

6.26

56

8.30

3.00

17

Gathe rin g in formation
( Pa re nt)

2 1.39

7.96

43

Decid ing preferences
(Parent)

20.03

5.91

53

Conc rete plans
( Pare nt)

16. 12

6.34

27

Becoming a·ware
(C hild)

2 1.52

5. 04

59

5. 85

2.60

3

Ga the ring information
(C hild)

23.20

7.48

55

Dec idin g preferences
(C hild)

2 1.63

6 06

58

Conc rete pl ans
(C hild)

18. 10

6 .87

37

Subsca le
Becom ing aware

(Parent)
Avo id ing awa reness
(Parent)

Avo iding awa reness

(Child )

"Th e scores reported are the sum across the sca le item s.
b

Percent of subj ects responding on average "somewhat true" or "complete ly tru e" on Preparati on

for Personal Care and Preparati on for Care of Depende nt Di sabled Offspring measures.
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gathered infom1ation, and 53% had decided preferences for their fu ture care needs. Only
17% of parents agreed somewhat or completely that they had avoided awareness of their
future care needs.
Also, Table 2 reports the prevalence of parents' preparations for the future care of
their adult children with di sabilities. Of particular interest is concrete planning. The mean
for thi s sample was 18.10 (S.D. ~6.87 ). Thi s score indi cates that average responses fell
between the "neither true nor untrue" (3) and "somewhat true" (4) on a five point scale .
However, only 37% of the subjects reported average scores that indicated "somewhat" or
"completely" agreeing with statements about making concrete plans. A similar trend was
observed in parents' concrete plans for their children as in parents' concrete pl ans for
themselves. Namely, scores from becoming aware (59%), gathering information (55%),
and deciding preferences (58%) had higher prevalence than making concrete plans. On ly
the avo id ing awareness subscale showed a lower preva lence (3%) than concrete planning.
In comparison to parents' personal concrete pl anning, the mean of parents'
concrete planning for their chi ldren is slightly higher. Furt her comparisons between
scores from subscales for parents' plans for their adu lt children and scores of parents'
future plar1s for themselves showed a slightly higher prevalence for parents ' plans for
their children on becoming aware, gatheri ng information, and decid ing preferences
subsca les. Only avoidance was higher for parents ' considering their own and/or their
adult children ' s future care.
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Result of! Tests

Compari sons between planning for future care among adults providing care for a
child with a disability and adults with or without adult chi ldren with disabi liti es were
assessed using 1 tests on subscales: becoming aware, avoiding awareness, gathering
information , deciding preferences, and mak ing concrete plans. Table 3 shows the results
of the 1 tests.

Tabl e 3
Resu lts oft Tests Between Parent s Prov iding Care for Their Son or Daughter with a
Di sability and Older Adu lts Without a Child wi th a Disability for Each Subsca le from the
Planning for Personal Care Measure

Parents of
children with
di sabiliti es
(!! = 62)

O lder adults
(!! = 285)

Subscales

M

SD

~

M

SD

~

Become aware

3.34'

1.05

56

3.23

.86

54

.73

.47

Avoid awareness

'2.75

1.00

17

2.85

.99

13

-.68

.50

Gather information

3.1 1

1.14

43

2.80

.98

24

2.1 1

.04

Decide preferences

3.40

1.0 I

53

3. 12

.78

43

1.86

.07

Make concrete plans 2.72

1.09

27

2.87

.97

22

-1.0 5

.29

12

' The scores reported are the mean scores across all items of the scale, rather than the sum
of the items.
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The two groups did not differ significantl y in becoming aware, avo iding
awareness, deciding preferences, or making co ncrete plans for future personal care.
However, the gro ups differed signi fi cantly with respect to gathering inform ation . Adults
providing care fo r an adult child with a disab ility were more likely to gather informati on
about futu re personal care options than were adults without a dependent child.

Results of Correlational Analysis

Associati ons between parents' propensity to pl an for personal care and the
li kelihood of parents ' plann ing for the future care of their adult child wi th a disability
were assessed usi ng corre lati ons. Ta bl e 4 shows the correlations for preparation variabl es.
Co nsistent with research question 3, parents ' preparation for future personal care
was stati stica lly signifi cantly associated with parent s' preparation fo r their di sabled
children ' s future care. Spec ifica lly, parents' concrete pl anning for personal care was
stati sti cally significantly correlated with beco ming aware, gathering information, deciding
preferences, and making concrete plans for dependent children with a di sability. Avoiding
awareness of care needs of dependent disabled offspring was negati vely associated with
parents ' concrete plans for personal care; however, thi s specific association did not reach
stati sti cal signifi cance. In additi on, each subscale of preparation for one's child was
correlated with the co rresponding subscale for one's se lf. Of particul ar interest is that
avoid ance of personal care planning had a strong positi ve association to avoidance of the
adult child ' s future care needs. Avo idance of personal care planning was significantly and
negati vely associated with making plans for a child w ith a di sability and fo r one 's self.

Table 4
Corre lations Between the Parents' Plans for Themselves and Parents' Plans for Their Children with Disabilities

1. Becoming aware (children)

--

2

3

.02

.52**

2. Avoiding awareness (children)

-.04

3. Gathering information (children)

--

4. Deciding preferences (chi ldren)
5. Making concrete plans (chi ldren)

4

5

6

.52** .4! ••. 69**
-.05

-.23

.05

7

8

.04

.42** .33 *

.58** -.04

.79** .69** .57** -.09

--

.63** .55**

--

.00

.53*. -.29*

6. Becoming aware (parents)

-.18

7. Avoiding awareness (parents)

--

8. Gathering information (parents)
9. Deciding preferences (parents)

9

.00

CN = 62)

10
.42* *
-.20

.68** .62** .62**
.60** .67** .54**
.53*. .44* • .80**
.72**

.60** .64**

-.22

-.12

--

.8 4** .70*

--

-.29*

.65**

I 0. Making concrete plans (parents)
*12 < .05

**12 < .0 I

w
w
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Results of Paired! Tests

Comparisons between parents ' plans for the future care of their son or daughter
with a disability and parents' plans for their own future care were assessed using paired!
tests on the becoming aware, avoiding awareness, gathering information, deciding
preferences, and making concrete plans subscales. Results of the paired! tests may be
seen in Tab le 5.

Tab le 5
Results of Paired t Tests Between Parents' Plans for the Future Care of Their Son or
Daughter with a Disability and Parents' Plans for Their Own Future Care

Parents' plans
for their
child ' s future
ill = 62)

Parents' plans
and their
own future care
ill = 62)

Subscales

M

M

SD

Becoming aware
(Pair I)

3.61

.86

3.34

1.05

A void ing awareness
(Pair 2)

1.98

.89

2.75

1.00

Gathering information
(Pair 3)

3.34

1.07

3.11

1.14

2.00 .05

Deciding preferences
(Pair 4)

3.66

.95

3.40

1.01

2.42 .02

Making concrete plans
(Pair 5)

3.09

1.13

2.72

1.09

4.01

SD

I1

2.74 .0 1

-6.99

.00

.00
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Each of the compari sons among means differed signifi cant ly for each subscaie.
Spec ifi call y, parents were sign ificantl y more likely to become aware, gather information ,
dec ide preferences, and make concrete plans for their ch ildren 's future care need s than for
their own future care need s. In contrast, parents were more like ly to avoid awareness of
their own future care needs than the future care of their children with disabilities.

Results of Regress ion Analys is

Analyses of predictors of parents' persona l plans for future care in volved, first,
bivariate ana lysis, and second, hierarchical multiple regression. As can be seen in Table
6, parents ' preparation fo r future care was significantl y correl ated wi th demographic
variab les such as li ving in a rural setting and the age of the child with a disability.
Preparation for personal fu ture care needs was also correlated with vulnerability variabl es
such as parents' age and their ADL scores. As menti o ned above, parents were more likely
to plan for their own care if they had also planned for their disabled child 's future care.
Interesting ly, none of the resource variables (monthly income and leve l of education) was
correlated wi th the outco me variabl e.
Table 7 shows the result of the multiple regress ion for

res~arch

questions 4 and 5.

The vari abl es in the model included those that had significant bivari ate associations with
the dependent variable as wel l as those which were theo reticall y important, based on the
empirical and theoreti cal literature. Contrary to the expectati on stated in research question
4, none of the resource vari ables and few of the demographic and vulnerability variabl es
significantly predicted concrete planning for personal care, although predictors vari ed in
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each step of the ana lysis. Specifically , in the first and second steps of the analysis, ch ild 's
age emerged as a signifi cant predictor. Parents providing care for older children were
mo re li kely to make concrete plans than were parents with youn ger children. However,
afte r co ntro lling for the vu lnerability variables, the importance of child age in exp laining
variation in planning for personal future care disappeared.
Simil arly, parents' age was a sig nificant pred ictor in the third step of the analysi s,
in the final model, whi ch accounted fo r 72 .7% of the variance in parental pl anning for
personal care. However, the onl y variabl e that had a significant influence on whether
parents prepared for their own future care was the extent to which they had prepared for
their disab led child ' s future care. Parents w ho were more likely to prepare for the future
care of their child with a disability were also more likely to plan for their own future care.

Table 6
Correlations Between the Concrete Plannin11 for Personal Care. Demo11raphic Variables. Resources. and Vulnerabi lities CN; 62)

I. Concrete plans (parents)
2. Concrete plans (child)
3. Type of di sab ility'
4. Marital status'
5. Age of child
6. Rural residence'
7. Income
8. Education
9. Age of parent
10. ADL score (Child)

--

-

-~80**

6

4

5

.06

-.02

.42** .28*

-.04

.02

.22

.21

-.19

.09
.08

2

7

.02

9

10

ll

-.1 1

.58** .05

.28*

.14

-.02

.30*

.24

.12

. 19

.08

-.22

.07

.28

-.03

.00

.26

-.03

. 14

-.01

.00

. 16

.06

-.30*

.80** -.02

. 16

.2 6*

.02

. 16

.07

-.05

.09

.00

.18

-.31*

-.06

-.27*

-.04

-.04

.28*

-.20

II. ADL score (Parent)
•point-biseri al correlation
*p < .05
* *p < .0 I

w
....,
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Table 7
Summa!)' of Hierarchical Regression Analxsis for Variab les Predi cting Parents' Concrete
Planning (}!

~

58)

Variable

.!2_

SE B

Jl

R'

Modell
Rural residence
Ch il d's age

.54
4.86

.34
.02

.20
.""*
))

. 17

Model 2
Rural residence
Child 's age
Income

.58
5.09
-3.69

.35
.02
.06

.22
.34*
-08

. 17

Mode13
Rural residence
Chil d' s age
Income
Parent's age
C hild ADL
Parent ADL

.5 1
4. 75
-3.50
4.06
.20
1.1 3

.34
.03
.07
.02
.22
.86

.19
.03
00
.39*
. 12
. 18

.28

Model4
Rura l residence
Ch il d's age
Income
Parent's age
C hild ADL
Parent A DL
C hild 's plans

.30
- 1.69
-1.39
1.82
-. 16
.5 7
.73

.21
.02
.04
.0 1
.14
.54
.08

. 12
-. II
-03
. 17
-09
.09
.78**

.73

• Q < .05

** g <. OI
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CHAPTER V
CONCLUSIONS

Di scussion

Th is study examined five research questions pertaining to future caregiving plans
held by parents providing care for a son or daughter w ith a disability. The first question
addressed the prevalence of future plans. The findings indicate 27% of parents caring for
an ad ult son or daughter wi th a disability have made concrete caregiving plans. In
contrast, Sorensen and Zarit ( 1996) and Sorensen and Pinquart ( I 99 8) reported that 9%
and 15% of older ad ults, respectively, had made concrete plans for their fu ture care. A n
initial comparison between thi s study and previous studies would apparently show that a
greater percentage of parents providing care for an adult child with a di sab ility make
concrete plans than simil ar o lder adults with or without an adu lt child with a disability.
However, comparisons between these previous studi es and thi s study are difficu lt to
evaluate because different measures were used to assess concrete planning. Other studi es
used one- item indicators to assess concrete planning while the present study used fi ve
scales to assess various aspects of preparation, including co ncrete plarming.
Howeve r, the comparison group w ithin this study responded to the Preparati on for
Personal Care measure. Thus, specific information about the process by whi ch older
adults plan for their personal care was avail ab le. For the second research question, parents
providing care fo r their adult son or daughter with a d isability were compared w ith ol der
adults. Parents prov iding for care of an adult child with a disability reported a slightly
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higher but not significantl y different rate of concrete planning (27% compared to 22%)
than did o lder adu lts without a dependent adult child.
In addition to prevalence of aging adults' planni ng, previous research reported that
66% (B rubaker & Brubaker, 1993), 33% (Heller & Factor, ! 99 1), and 23% (B lacher &
Baker, 1994) of parents made concrete residential plans for their chi ld ren with
d isabi liti es. The results from the present study, wi th 37% of parents providing care for an
adult child with a di sability having concrete plans for their child, appear to be most
simi lar to Hel ler and Factor's results (199 1). However, compari sons between these
studies are also problematic. While the previous studies focused on types of plarming
such as residential, financial , and social planning, the present study eva luated the process
of making plans for future care needs, including becoming aware, avo iding awareness,
gathering information, dec iding preferences, and making concrete plans for future care
needs. As a resu lt, it is uncl ear whether differences may be exp lai ned by the planning for
future care of a d isabled ch il d, by different measures, by different research focus, or by
other d ifferences between samples.
The mere presence of a child w ith a disability appears not to influence positively
or negatively the likelihood of becoming aware, avoiding awareness, decid ing
preferences , and making concrete pl ans for one's own fu ture care. One interpretation of
thi s result is that these ana lyses do not support the proactive coping model 's assertio n that
an anti cipated stressor would trigger proactive behavior, nor do the results support the
notion that negative arousal may prevent proactive cop ing with respect to care planning.
One possible explanation for this result may be that adu lts provid ing a lifetim e of
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care for a son o r daughter with a di sability do not view the fu tu re care of their child as a
stresso r, crisis, or burden. For example, Tu rnbull, Turnbull , Bronicki, Summers, and
Roeder-Gordan ( 1989) co ncluded that familie s providing care fo r an ad ult with a
di sabi lity may cope by li ving in the present rather than looking toward the future. In
addition, McDermott et al. ( 1996) found that caregiver burden did not differ between
caregivers over the age of 60 and caregivers under the age of 60 , thus supporting the idea
that an adult child with a disability may not be viewed as a stresso r or burden.
Furthermore, Fu llmer et al. (1997) reported that adu lt children wi th disabiliti es
contributed to their parents' lives through completing household chores and offering
companionship . Because the presence of a chi ld with a disability may be viewed not as a
stressor but as a benefit, it wo uld not be surpri sing that the mere presence of a chi ld with
a di sab ility does not stati stically significantly influence a parent' s preparati o ns for their
own fut ure care.
In contrast, compari sons concerni ng the gathering information subscale between
adults providing care fo r a child with a di sability and ad ults without a dependent child
were stati sti call y significant. Parents providing care for a di sabled child were more likely
to have gathered inform ation about their own future care than were adults without a
dependent child. Thi s findin g suggests that the presence of a ch ild w ith a di sability
moti vates parents to gather informati on about future care options. Thi s appea rs to be a
contradiction to previous results.
This co ntradiction may be due, in part, to the fact that respondents and their
offspring who participated in thi s study were affi liated with an independent livi ng center
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which had a goa l of informing participants about the most integrated li ving arrangements
for people with disabilities. Perhaps differences in gathering information between
samples may be more a fu nction of affiliation with a service organization than true
differences between populations. Future research shou ld also include parents and adult
children with di sabilities who are not associated with service organizations.
It should be noted that the present sample and the comparison sample differ with

respect to average age of parents (57 in the present sample and 74 in the comparison
sample). Additionally, in both samples, age of parent and concrete planning are
significantly correlated. As a result, it may be that comparisons between samples similar
in age would have resulted in significant differences between parents providing care for
their adult son or daughter with a di sability and sim ilar o lder adu lts. Future compari so ns
should include samples that are simil ar in age .
The third research question asked whether, among parents of adult chi ldren with
disabilities, scores on the Preparation for Care of Di sabled Dependent Offspring were
posi tively or negativel y assoc iated with parents' concrete planning scores. For four of the
five subscales, preparing for a disabled child 's future care was s ignificantly related to
making concrete plans for one's own care. Of these variables, making concrete plans for a
child wi th a di sability was the strongest predictor of concrete planning in parents . Thus,
for parents who care for an adult son or daughter w ith a disability , there appears to be
ample evidence supporting the assertio n, deri ved from th e proactive coping model , that
higher levels of active preparation for future care of a dependent adul t chi ld (by gathering
information , deciding preferences, or making concrete plans) enh ance parents'
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preparation for their own plans for futu re care.
Further investigations of the nature of the relationship between parents' plans for
their own care and the care of their adult children w ith disabil ities show that parents are
much more likely to become aware, gather information, decide preferences, and make
concrete plan s for their adult chi ldren with disabilities than to make simi lar plans for their
own care. Also , parents are more likely to avoid awareness of preparatory issues for
themselves than for their chi ldren. Even though parents' plans for their own care and the
care of their adult ch ildren with disabilities are strong ly and significantl y correlated ,
parents are still more likely to engage in preparatory behaviors for their children than for
themselves. It may be in the nature of parents, especially lifelong caregiving parents, to
be more aware and worried about their children's we lfare than their own welfare,
especially because they are very li kely to pass away before their children do . Thi s
interpretation appears to be consistent with previo us research. Logan and Spi tze (\ 996)
fou nd that parents provided more assistance to their adult chi ldren even in the face of
increasi ng age and personal frailty, but did not distingui sh between adu lt chi ldren w ith or
without disabiliti es.
The strong association between planning for one ' s se lf and planning for one's
adult chi ld with a d isab ility may due to methodologi cal limitations. For example, filling
out a questionnaire for one 's self may trigger a response set that leads to similar
responses on the next questionnaire. Respondents may not have differentiated well
between measures w ith simi lar questions. Since order was not counterbalanced, the
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questi on naire for planning for one 's own ca re might have trigge red thought processes in
respondents that lead them to give higher responses on the second questionnaire
co ncern ing plans for their ad ult ch ildren wi th disabilities. These e ffects may be co ntrolled
in future research by counterbalancing the order of questio nnaires and by assessing the
content of plans.
To further investigate predictors of parental planni ng, the fo urth research questi on
investigated whether demographic variables, vulnerabiliti es, reso urces, and planning for a
disabled child ' s fu ture care were associated wi th planning for one 's own care. The
proact ive coping model suggests that people with more resources would be more likely to
engage in proactive coping. Sorensen and Pinquart ( 1998) have suggested that greater
vulnerability may also enhance proactive coping. In the context of this study, it was
expected that resources and vulnerabiliti es wou ld tri gger more preparation for one 's own
future care.
However, results were only parti ally consistent with expectations. In bivariate
analyses, vu ln erabilities such as parents' age and parental ADL scores were statistically
signi fi cantly correlated wi th parents' concrete planning scores, thus supporting Sorensen
and Pinquart's ( 1998) findings. In co ntrast to expectations, non e of the resources such as
income or level of education were statistically significantly associated with parents'
concrete planning scores.
In the first two models of the hierarchical regression analysis, chi ld 's age is the
on ly stati stically significant predictor of parental concrete plarming, and in the third
model parental age emerges as a stati sticall y significant predictor of parental concrete
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planning. When entering demographic vari ab les, resources, vulnerabilities, and
preparations for a chil d with a di sability, the latter variable is the only one that
stati stically significantly accounts for variation in preparation for personal care. Parents
who plan for their disabled child 's future care are more likely to plan for their own future
care. This finding is surpri sing in light of previous research, such as McDermott and
others' ( 1996) work, whi ch concluded that isolating age of the caregiver was simpli st ic in
attempting to predict parents' assessment of caregiving and Sorensen and Pinquart 's
( 1998) study, which found demographi c variables, vu lnerability, and resources to be
predictive of preparation for future care for adults without a disabled child . The fact that,
in this study, preparation for a dependent child's care so strongly and solely predicts
personal preparation for care is also surpri sing because planning for the child's care is not
significantly corre lated with any variab le besides the parents ' ager = .30). This suggests
that the failure of other variabl es to be stati stically significant is not due to
mu ltico llinearity of the predictors.
In sum , the overall results appear to be a contradictory. On one hand, preparati on
for the future care of a child with a disabi lity is highly predictive of parents' preparation
of their future care. On the other hand , the presence of a di sab led child per se appears to
have little influence on preparati ons for future personal care when comparing parents of
chi ldren with di sabilities to s imilar adults without a dependent child. Although this result
must be viewed with some caution due to age differences between the samples. Planning
for one's future care, in general, may be predicted by many factors other than simply the
presence or absence of a dependent child; however, for the specific sample in thi s study
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of parents prov iding care for a disabled child , planning for the future care of that child
overrides the effects of other predi ctors of planning for one's own future care. Future
studies shoul d evaluate the influence that o nset and duration of di sability may have on
parents' likelihood to pl an for self and adult chi ld with a disability.
As a further explanation of these results, it is conceivable that having a chi ld with
a di sabili ty prod uces a triggering effect for some parents and a negati ve arousal for others.
Combining these two subgroups in one sample may have led to lower preparation sco res
and may have thus obscured the true differences between parents of chi ldren wi th
di sab iliti es and other older adults. The strong positi ve correlati ons between planning for
one ' s chi ld and oneself, as well as the statisticall y significant correlati on of avoidance of
issues surrounding one's child 's future care and one's own future care, indicate that if
negati ve arousal takes place, it is likely to occur before parents engage in any concrete
plarming. Once preparation for a child ' s care is initiated , barriers to preparation for
personal care may be reduced. Add itionall y, individual s who experience negati ve arousa l
are likely to be those who score low o n preparation for both their chi ld and them se lves. It
cannot be concluded from the present data, however, whether negati ve arousal is the
reason fo r consistent avoidance. Future studies might investigate this questi on using a
more direct measure of negative arousal and utili ze a longitudinal process design.
While parents' preparation for their children is strongl y predicti ve of parents'
plans for personal care, the nature of the association is not and should not be
mi sinterpreted as causal. It is possibl e that a third variable, not measured in thi s study,
could have caused parents to be more likely to plan for themselves and for their children
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with di sabiliti es. Future studies cou ld include, for example, future orientation, as
suggested by Rothspan and Read ( I 996), or locus of control , as suggested by Sorensen
( I 998), to evaluate the influence these variables have on parents' planning.

Limitations

Cauti on is advisable concerning the generalizability of the findings in thi s study.
The sample is relatively homogenous on a number of demographic variabl es. Most
participants are married, middle class, Caucasian, and Mormon. Thus, the finding s may
not represent all caregivers. However, as one of the first studies to investigate caregiving
plans of parents providing care for a di sabl ed son or daughter, thi s study presents valuable
information on which to base further inquiri es into the planning process for this ty pe of
caregiver. Further studies should include diverse populations as well as attempt ing to
locate those careg ivers not readily associated with social service organizations.
In addition to including a more representative sample, future stud ies should o btain
opinion s of both mothers and fathers of adult chi ldren with di sabilities. Also, assess ing
beliefs about future care from the person w ith a disability would add to the quality and
wealth of information about the entire family 's preparations for future care. Thus, the
results cou ld be interpreted from the context of the whole famil y, rather than
predominantly from the mother's perspective. Moreover, longi tudinal studies would add
information to the actual process a fami ly uses in making preparations for the future care
of a ch ild with a disability, a spouse, and one's self.
While subscales such as becoming aware, gathering information, deciding
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preferences, and maki ng concrete plans, o n both the Pre parati on for Perso nal Care and the
Preparation for Care of Depe ndent Offspring, show acceptable internal reli ability (a >
.75), the internal consistency of the avo iding awareness subscale on both measures is
suspect. The avo iding awareness scale on the Preparati on for Personal Care measure
yielded an alpha of .67 whi le the alpha for the avoiding awareness scale on the
Preparation for Care of a Dependent Offspring was .52. Low internal consistency of both
measures attenuates the correlation s and limits the conclusions that may be drawn from
the observed res ults of the subscales. Thus, it is suggested that future studies modi fy the
avoiding awareness scale by adding items to increase the internal co nsi stency of the
subscale.

Intervention

Thi s study's findin g that almost 73% of parents ' planning for their own futu re
care can be explained by parents' planning for their di sabled chi ld 's future care may be of
particular interest to those wishing to intervene. Whil e it is possibl e to explain parents'
plarming for themselves by parents ' plann ing for a child , it should be noted that only 27%
of parents in thi s sample reported making concrete plans for them selves and only sli ghtl y
more are prepared for their child 's future care needs. Thus, a large majority of parents of
ch ildren with di sabilities are unprepared for their own future care. If the goa l of
motivating more parents to plan for themsel ves is accepted, it may be best to reach these
parents through their chi ldren with di sabiliti es.
Ski ll s training classes could be offered to any parent providing care for an adu lt
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child with a disability through independent Jiving centers and other agencies in Utah. Age
of adult child , marital status, income level , and other demographic vari ab les do not
appear to predict planning in parents ; therefore, classes would be targeted to all parents of
children wi th di sabi li ties. The intervention , for exampl e, could consist of a series of
classes. Each class would have a different topic such as becoming aware, gathering
in formatio n, deciding preferences, and making concrete plans for the future care of one's
adult child with a disability. During each class, specifi c steps could be outlined about the
realities of the situation as well as action that can be taken to best prepare for an ad ult
child ' s future residential , financial , and emotional needs . After discussing preparations
for a ch ild ' s care, each class could concl ude wi th a discussion about parents ' personal
plan s for their future care needs. Those parents choosing not to attend the classes may be
avoiding awareness of the future care needs of their ad ult child as well as themselves and
may require additional support and contact.

Final Concl usions

The goal of thi s study was to eva luate the influence of demographic variables,
vulnerabi lities, resources, and parents' preparations for their di sabl ed ch il d's future care
on parents' preparations for their own future care. A lso, thi s study co mpared preparations
made by parents caring for adu lt children w ith disabilities to plans of adults without any
dependent adult children. Thi s study did not support the proactive coping theory in that
resources were not predictive of preparation behaviors, and the presence of a stressor (an
adult child with a disability) neither motivated nor deterred proactive coping in parents.
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Whil e resou rces, vulnerabi lities, and demographic vari ab les did not explain parents
making concrete plans for thei r own future care, the single variabl e that did was parents
making plans for the future care of their ch ild w ith a disabi li ty. On the basis of the
pred ictive nature of this variable, interventions can and shoul d be devised to motivate
planning for both the future care of both parent and child.
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